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Abstract 
This study examined the degree to which occupational therapy practitioners address psychosocial 
and quality of life (QOL) sequelae in adult clients with lymphedema resulting from breast cancer 
treatment.  An original survey was sent to 268 practitioners who were listed on the open source 
contact list on the website of the Lymphology Association of North America.  When promoting 
QOL, respondents indicated that inquiry was the most frequently used assessment and 
therapeutic exercise was the most commonly reported therapeutic activity.  When assessing for 
psychosocial well-being practitioners reported most commonly using interview, with 
conversation the most frequently reported therapeutic activity.  For both QOL and psychosocial 
well-being, the most frequent barriers reported were inadequate time and unaware of useful 
assessments.  Both respondents with entry level graduate degrees and less experience reported 
treating fewer clients, when compared to practitioners with entry level bachelor degrees and 
more experience, correspondingly.  Practitioners with less experience were more likely to report 
spending an increased amount of time promoting psychosocial well-being.  Respondents also 
indicated that for both QOL and psychosocial well-being the most frequent supports were 
receptive clients and adequate time.  The largest group of practitioners said that they strongly 
agreed that it was a priority to promote QOL and psychosocial well-being.  Practitioners who are 
interested in learning more about QOL or psychosocial well-being may consider pursuing 
continuing education in order to learn more about standardized assessments.  
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Breast cancer is the most common cancer diagnosis for women in the United States 
(Morrell et al., 2005).  Over the past few decades, breast cancer survival rates have improved 
(McWayne & Heiney, 2005).  The most common complication to arise from breast cancer 
treatment is lymphedema (Quirion, 2010), thus more women are at risk for physical and 
psychosocial sequelae that often accompany this condition. 
The National Lymphedema Network has designated lymphedema as a chronic condition 
in which lymph (protein rich fluid) accumulates in the interstitial tissue resulting in swelling, 
usually in the extremities (“What is lymphedema?,” 2010).  Unlike primary (congenital) 
lymphedema, secondary lymphedema is brought about by a known trauma to the lymphatic 
system, often the removal or damage of lymphatic vessels and/or nodes (Kelly, 2002). 
A traditional adjunct approach to breast cancer surgery is axillary lymph node dissection 
(ALND), which removes about half (10 to 20) axillary lymph nodes (Diehl & Chang , n.d.).  The 
current trend in treatment, however, is moving towards sentinel lymph node dissection (SLND).  
During SLND, the first or “sentinel” axillary lymph node is targeted for removal, resulting in the 
removal of about 1 to 3 axillary lymph nodes (Diehl & Chang, n.d.).  However, not all women 
with breast cancer are eligible for SLND, thus many still receive ALND. 
Armer and Stewart (2005) compared four different methods of measuring lymphedema 
(200 mL perometry limb volume changes (LVC), 10% perometry LVC; 2 cm circumferential 
increase and report of heaviness or swelling) and concluded that they are not equivalent.  A 
woman’s chance of developing lymphedema secondary to breast cancer treatment may be as 
high as 70%, depending on the type of measurement used, how lymphedema was defined, and 
the amount of time elapsed between treatment and the study (Armer & Stewart, 2005; Cidon, 
Perea, & Lopex-Lara, 2011; Vignes, Arrault, & Dupuy, 2007).  Women who have lymphedema 
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experience many of the same effects: deformity, functional disability, pain, and recurrent 
infections (Chachaj et al., 2010).  Most cases of lymphedema will develop within the first three 
years after breast cancer treatment (Quirion, 2010), but women who have gone through breast 
cancer treatment can be at risk for developing this condition at any point in their lives.  In the 
U.S., up to two million breast cancer survivors cope with secondary lymphedema daily 
(Lacovara & Yoder, 2006). 
Complete decongestive therapy (CDT) is the current standard of practice when treating 
the physical symptom (i.e., swelling) of lymphedema.  CDT consists of five components: manual 
lymphatic drainage (MLD), compression garment fitting, exercise, skin and nail care, and 
compression bandaging (H. Shaffer, personal communication, November 10, 2011).  Koul et al. 
(2007) found that when CDT was used, lymphedema volume was a significantly reduced.  There 
are regional differences in how authors refer to the treatment procedure:  complete decongestive 
therapy, complete decongestive physiotherapy, or decongestive therapy and MLD.  These labels 
all refer to the same treatment; therefore for the purposes of this paper, CDT will be used. 
Depending on the severity of lymphedema, clients may first go to an inpatient treatment 
center before progressing to an outpatient treatment center.  One lymphedema inpatient treatment 
center, the Siskin Hospital in Tennessee, offers a four week intensive inpatient lymphedema 
treatment program.  During these intensive sessions, clients’ schedules run from 6am to 6pm five 
days a week with two lymphedema therapy sessions and three sessions to care for bandages 
(“Lymphedema,” n.d.).  After inpatient treatment, clients may progress to an outpatient program, 
and finally clients usually continue treatment at home on their own, every day, for the rest of 
their lives. 
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Following the typical progression, Bogan, Powel, and Dudgeon (2007) reported that the 
seven clients in their study were treated for two or three weeks in an inpatient setting, followed 
by four to six weeks of outpatient treatment.  After outpatient treatment, “the lifelong endeavor 
of self-management forced all 7 participants to make room in their lives and minds” (Bogan et 
al., 2007, p. 219).  Clients in this study reported that the addition of management for 
lymphedema added 30 minutes to two hours to their daily routine (Bogan et al., 2007).  Despite 
their efforts, if clients have an infection in the affected limb and their lymphedema worsens, they 
may have to return to the hospital and start this time-consuming treatment process over. 
Greenslade and House (2006) found that activities of daily living (ADL) were impaired 
in 48% of breast cancer survivors with lymphedema.  Psychiatric morbidity and functional 
disability have been shown to be greater in women with lymphedema than in women with breast 
cancer only.  As a result, women with lymphedema experience a greater decline in their QOL 
(Cidon et al., 2011). 
The psychosocial implications of lymphedema include frustration that the limb does not 
work like it used to, fear that something else will go wrong, performance and function concerns, 
psychological distress (anger, sadness, depressive symptoms, etc.), poor body image, sexuality 
concerns, social anxiety and avoidance, and time management issues (Ridner, 2009).  Kornblith 
et al. (2003) found that there was a significant correlation between global psychological distress, 
lymphedema, and peripheral neuropathy (a side effect of chemotherapy and radiation therapy), 
all of which interfered with daily function. 
Occupational therapy practitioners work with clients who are limited by physical injury, 
illness, or psychosocial dysfunction and treat whole persons, not solely the physical symptoms 
(American Occupational Therapy Association, 2008).  The holistic view of occupational therapy 
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practitioners puts them in the unique position to being able to help clients with all aspects of this 
condition. 
At this time, a literature search failed to find any evidence pertaining to how occupational 
therapy practitioners treat the psychosocial issues dealt with by women with secondary 
lymphedema due to breast cancer.  Medline (PubMed), CINAHL, and OT Search were searched 
using various key terms that dealt with treatments for lymphedema, QOL, and psychosocial co-
morbidities.  However, according to ClinicalTrials.gov, Vanderbilt University and the National 
Cancer Institute are currently running a clinical trial to be completed in 2014 that examines the 
effects of expressive writing on QOL, psychosocial, and other concerns related to secondary 
lymphedema due to breast cancer (“Expressive writing,” 2011). 
Background 
According to the Centers for Disease Control, 202,964 women were diagnosed with 
breast cancer in the United States in 2007 (“Breast cancer,” 2011).  While the exact type of 
treatment depends on the kind of breast cancer and how far it has spread, according to the 
Centers for Disease Control, treatment includes surgery, chemotherapy, hormonal therapy, 
biologic therapy, and radiation (“Breast cancer,” 2011).  Many of these treatment options have 
the potential to damage the lymphatic system or decrease its efficiency.  Surgery affects the 
lymphatic system by removing lymph nodes and disrupting the lymphatic vessels and capillaries.  
According to the National Cancer Institute, chemotherapy can cause overall body swelling 
(“Chemotherapy side effects fact sheet,” n.d.).  Radiation therapy has the potential to damage the 
lymphatic vessels and capillaries. 
When functioning properly, the lymphatic system enhances immunity.  As lymph travels 
through lymphatic vessels and capillaries, it passes through a series of lymph nodes.  Bacteria in 
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the lymph are phagocytized by immune cells (lymphocytes) before the lymph continues along 
the pathway (Saladin, 2010). 
When the lymphatic system has experienced trauma, fluid that would have traveled 
within lymphatic vessels and capillaries now pools in the tissues.  The pooling of fluid results in 
swelling that is the hallmark of lymphedema.  Lymph nodes are spread throughout the body with 
a higher concentration in the cervical vertebral region, axilla, thoracic vertebral region, abdomen, 
and inguinal area (Saladin, 2010).  When women have axillary and/or thoracic lymph nodes 
removed or the surrounding structures are damaged during breast cancer treatment, it is the 
ipsilateral upper quadrant that is at risk for secondary lymphedema. 
Patients with lymphedema secondary to breast cancer were more likely to have had 
advanced cancer diagnosis, mastectomy, ALND or SLND, and radiation therapy or 
chemotherapy when compared to clients without secondary lymphedema (Kawn et al., 2010).  
For clients who reported having lymphedema, the most important predictor was ALND (Gartner 
et al., 2010).  Up to 60% of breast cancer patients who undergo ALND may experience 
lymphedema (Paskett & Stark, 2010).  Additionally, Ridner (2005) found that obese participants 
“experienced more severe lymphedema than those who were not obese” (p. 909).  Secondary 
lymphedema in breast cancer survivors resulted in an increased number of self-reports of 
physical disability (Pyszel, Malyszczak, Pyszel, Andrzejak, & Szuba, 2006). 
Quality of life. Healthcare-related QOL was found to be significantly lower in breast 
cancer survivors diagnosed with secondary lymphedema, or who had symptoms of secondary 
lymphedema but lacked the official diagnosis, when compared to breast cancer survivors without 
lymphedema (Ahmend, Prizment, Lazovich, Schmitz, & Folsom, 2008).  Breast cancer survivors 
with secondary lymphedema had a lower mean value of role functioning when compared to 
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breast cancer survivors without lymphedema (Pyszel et al., 2006).  Carter (1997) found that 
women with lymphedema exhibited “statistically significant impairments in the areas of 
vocational, domestic, social, and sexual relationships” (p. 876).  Based on a literature review, 
Vassard et al. (2010) concluded that “existing evidence suggest[s] negative effects on quality of 
life, regardless of country, clinic or method used” (p. 3217). 
McClure, McClure, Day, and Brufsky (2010) ran an exercise program two times a week 
for five weeks, with each session lasting one hour.  At the end of five weeks, the treatment group 
showed significant increase in shoulder AROM, weight loss, and QOL, among other effects, 
when compared to the control group (McClure et al., 2010). 
Psychosocial. Because of the disabling, disfiguring, and chronic nature of lymphedema, 
women with lymphedema are at risk for psychosocial co-morbidities (McWayne & Heiney, 
2005).  Some of the most common psychosocial problems that women with lymphedema 
experience include depression, anxiety, social limitations, and sexual problems (Carter, 1997; 
Chachaj et al., 2010; Passik, Newman, Brennan, & Holland, 1993; Vassard et al., 2010).  In the 
first year after breast cancer treatment, women with lymphedema had significantly lower 
emotional well-being and adjustment to life (Vassard et al., 2010). 
Although breast cancer treatment can alter body image, many lymphedema clients have a 
harder time adjusting to the visible swelling of secondary lymphedema (Carter, 1997; Pyszel et 
al., 2006).  Disfigurement from breast cancer surgery is only visible in intimate situations and 
can be mitigated with cosmetic surgery and prosthetics (Passik et al., 1993; Pyszel et al., 2006).  
However, the disfigurement from upper extremity lymphedema is constantly visible and thus can 
be a source of social anxieties (Passik et al., 1993; Pyszel et al., 2006).  Clients expressed a 
desire to once again be normal (Greenslade & House, 2006). 
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The severity of lymphedema may not signify the “negative impact of lymphedema on the 
functioning of breast cancer survivors” (Chachaj et al., 2010, p. 300).  Clients often equated 
lymphedema with the return of cancer and experienced a considerable amount of anxiety when 
swelling occurred (Greenslade & House, 2006; Pyszel et al., 2006).  Because these women were 
very aware of their body image, they would avoid situations that had the potential to draw 
attention to their arm (Greenslade & House, 2006; Pyszel et al., 2006), thus women self-limited 
their social participation.   Additionally, the compression garments that clients with secondary 
lymphedema are asked to wear may be seen as unsightly or as a reminder of the cancer treatment 
for these women (Passik et al., 1993; Pyszel et al., 2006), thus placing greater stress on these 
women. 
Implications for treatment. Because they found little correlation between degree of 
edema and disability assessment schedule (DAS) and QOL scores, Chachaj et al. (2010) agreed 
with prior studies that concluded that “volume reduction programs alone might not be sufficient 
to improve the poor functioning of these women” (p. 909).  Dennis (1993) found that women 
diagnosed with depression felt too overwhelmed to deal with the daily demands of home 
treatment or they felt that their effort was pointless, thus reducing their ability to start or maintain 
a treatment program.  In addition to traditional volume measurements, gathering meaningful 
information from the clients pertaining to activity limitation, participation restriction, and health-
related QOL would help to focus treatment so that the women’s ability to participate in daily life 
would be considered the measure of success for the treatment program (Dawes, Meterissian, 
Goldberg, & Mayo, 2008). 
Since lymphedema is usually a chronic condition, clients typically need to engage in a 
long-term home program in order for their lymphedema to continue to be stabilized.  However, 
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the success of these home programs depends on the long-term compliance of the client 
(Williams, Moffatt, & Franks, 2004).  When part of the treatment for lymphedema reminds 
clients of their experiences with cancer, it is likely that compliance to treatment will be 
negatively impacted. 
Occupational therapy practitioners have the ability to treat the physical symptoms of 
lymphedema.  Furthermore, they focus on functional outcomes and the overall well-being of the 
person.  This holistic focus is needed to promote psychosocial well-being aiding clients with 
secondary lymphedema adjust to their new life situation.  Therefore, the primary purpose of this 
study was to examine the degree to which occupational therapy practitioners address the 
psychosocial and QOL sequelae in adult clients with secondary lymphedema resulting from 
breast cancer treatment.  A secondary purpose was to look at the content of treatment, including 
barriers and supports, which occupational therapy practitioners provide to this client population. 
Method 
Research Design 
Since no published information on the psychosocial treatments used by lymphedema 
therapy practitioners was found in the literature, this study sought to explore current practice in 
this realm.  A descriptive survey was designed to gather self-reported information from 
occupational therapy practitioners who work with clients who have secondary lymphedema in 
one or both upper extremities due to breast cancer (see Appendix B).  They were asked questions 
pertaining to assessment of and treatment for psychosocial and QOL sequelae and any barriers 
and supports which they face.  In consultation with her research committee the author developed 
the study design, made decisions concerning what was and was not to be measured, conducted 
measurements, and explored alternative explanations for any causal or associative relationships, 
thus strengthening internal validity. 
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Participants 
The target population of this study was occupational therapy practitioners working in 
North America who treated one or more clients with secondary lymphedema of one or both 
upper extremities due to breast cancer within the past year.  The accessible population was 
located through the open source contact list on Lymphology Association of North America’s 
(LANA) open source website (N = 268).  While there are more lymphedema therapy 
practitioners than those certified by LANA, LANA is a non-profit accrediting organization for 
North American healthcare professionals (including medical doctors, registered nurses, physical 
therapy practitioners, and occupational therapy practitioners) involved in treating lymphedema.   
LANA’s objective and purpose are “to promote standards for management of individuals with 
Lymphedema and or related disorders, to establish and maintain certification for medical 
professionals who provide such services and to promote the awareness and science of 
Lymphology” (“What we are about,” 2008).  For the purposes of this project, only the 
occupational therapy practitioners were selected from LANA’s open source website and 
compiled into a list.  The entirety of this group was sent mailings with an expected response rate 
of one third to one half. 
Inclusion criteria consisted of (1) being a licensed occupational therapist or certified 
occupational therapy assistant, (2) working in North America, (3) having been certified through 
LANA, and (4) having worked with one or more adult clients who have secondary lymphedema 
due to breast cancer in the past year. 
Instrument 
For this study, a survey was developed in response to a failure to locate any information 
on this topic in the literature.  This survey asked occupational therapy practitioners about their 
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practices relating to QOL and psychosocial promotion during treatment.  The format for 
questions included multiple choice, check all that apply, and short answer.  The survey was 
reviewed by two faculty members and a practicing lymphedema therapist with experience in 
survey research.  This survey was pilot-tested by co-workers of the lymphedema therapy 
practitioner.  Modifications were made to the survey based on the input from the reviewers. 
The first page of the survey detailed the purpose statement and asked if the occupational 
therapy practitioner had treated at least one client with secondary lymphedema due to breast 
cancer in the last year.  Occupational therapy practitioners who indicated that they had not 
treated a client with secondary lymphedema due to breast cancer in the last year were thanked for 
their participation and asked to return the survey without completing the remaining sections.  If 
occupational therapy practitioners indicated that they have treated at least one such client, they 
were asked to complete the survey.  Additionally, if practitioners filled out the survey, but did 
not select ‘yes’ or ‘no’ for having treated at least one client, it was presumed that they met the 
inclusion criteria. 
Therapists were then asked to estimate the number of clients that needed to be treated to 
promote QOL and psychosocial well-being and the percentage of these clients that they treated.  
The next section asked the therapy practitioners to state the assessments and therapeutic 
activities they used during therapy.  Then the occupational therapy practitioners selected the 
percent of therapy time spent promoting QOL and psychosocial well-being, and chose any 
barriers and supports they encountered.  A space was left blank for practitioners to provide 
additional comments.  The last section collected demographic information from the therapists, 
including current practice setting, years in practice, and degree type. 
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Procedure 
After receiving approval from the university’s Institutional Review Board, the open 
source LANA contact list was used to print two sets of mailing labels.  Before the surveys were 
mailed, each potential participant was assigned a number and a master list compiled.  This 
number was written on the corresponding envelope, so that when surveys were returned, the 
assigned numbers were crossed off the master list, so that duplicate mailings were avoided.  The 
remaining non-respondents had a reminder letter and replacement survey mailed to them at the 
end of the third week.  After the second mailing, all the mailing labels had been used or 
destroyed. 
The cover letter, survey, and prepaid return envelope with the corresponding survey 
identification number written on it were sent to each potential respondent.  The cover letter 
described the research project, explained the steps taken to safeguard confidentiality, listed the 
approximate time required to fill out the survey, described how the data were used, and thanked 
participants for their cooperation (see Appendix A).  Practitioners were also made aware that by 
returning the survey, they consented to participate in the study.  As the surveys were returned, 
the identification numbers were crossed off the master list and the return envelopes destroyed.  
Data Analysis 
As surveys were received, their data were entered into the computer and analyzed using 
the International Business Machines Statistical Package for Social Science (IBM SPSS).  In 
order to keep track of the order of surveys as they were entered into SPSS, the chronological 
number corresponding to their entry was written on the first page of the survey.  A response rate 
was calculated by dividing the number of completed surveys returned by the total number of 
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surveys sent minus those that were undeliverable and those whose recipients did not meet the 
inclusion criteria. 
The answers from questions 6 – 9 were compiled and grouped, based on similarities and 
ranked by frequency (see Tables 3, 5, 6, and 8).  Descriptive statistics were calculated for the 
responses to the survey.  Multiple choice questions that contained an “other” choice were coded 
and recorded.  Responses to short answers were also coded and frequency of responses was 
derived.  When “none” was listed as a category, this was a result of respondents stating “none,” 
“empty set,” or “I do not use” as their response to a survey question.  Chi-square was used to 
reveal associations between demographic information and response variables, and between 
response variables. 
Results 
Profile of Respondents 
Data were collected between February and April 2012.  A total of 268 surveys were 
mailed, 267 to occupational therapy practitioners in the U.S. and one to an occupational therapy 
practitioner in Canada.  Seven surveys were sent to certified occupational therapy assistants 
(COTA) and 261 to occupational therapists (OT).  The total response rate was 118 (44.0%); 
however, 28 (10.4%) surveys were “returned to sender,” 17 (6.3%) surveys did not meet the 
inclusion criteria, and, 1 (0.4%) was thrown out due to multiple therapists filling it out.  The total 
usable response rate was, 72 (26.9%): OTs returned 70 usable surveys, making their response 
rate 26.8% and COTAs returned two usable surveys, making their response rate 28.6%.  Of the 
participants, 71 (98.6%) were female. 
Most respondents indicated that their entry level occupational therapy practitioner degree 
was at the bachelor’s level, 46 (63.9%).  For most respondents, their highest degree earned was 
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also stated to be at the bachelor’s level, 39 (54.2%) and the modal response, 65(86.7%), was that 
this degree was in occupational therapy.  The top four specialty trainings or certifications that 
respondents indicated having were certified lymphedema therapist, 68 (58.6%), certified hand 
therapist, 6 (5.2%), neurodevelopmental therapist, 5 (4.3%) and wound care specialist, 5 (4.3%).  
A full list of specialty trainings or certifications can be found in Table 1.  Respondents most 
frequently indicated having practiced for between 11 and 15 years, 21 (29.2%).  The modal 
practice setting identified by respondents was outpatient, 61 (46.6%).  More demographic 
information can be found in Table 2. 
A total of 72 occupational therapy practitioners responded to the mailing; 56 to the first 
mailing and 16 to the reminder mailing.  Due to the small number of responses to the reminder 
mailing, it is unlikely that there is a statistically significant difference between the two groups of 
respondents, therefore, responses were pooled for further analysis.  Since respondents gave a 
different total number of responses for many of the questions, the percentages are based on the 
variation in the subtotals.  
Numbers of Clients Treated 
Respondents indicated that they had treated a total of between 3 and 1,200 (M = 91) 
clients with secondary lymphedema within the past year.  Of the total clients treated, respondents 
identified that between 3 and 1,080 (M = 82) should have been treated to promote QOL and 
actually treating between 0% and 100%.  Respondents identified that between 0 and 1,080 (M = 
76) of the total clients treated should have been treated to promote psychosocial well-being and 
actually treating between 0% and 100%.  The vast majority of respondents stated that they had 
treated 100% of the clients who were identified as needing therapeutic interventions to promote 
QOL or psychosocial well-being. 
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Respondents with graduate degrees reported treating a smaller number of total clients 
(range = 4-300; M = 72) than respondents with bachelor’s degrees (range = 3-1,200; M = 105) 
did.  Additionally, those with graduate degrees reported needing to treat fewer clients to promote 
QOL (range = 4-300; M = 71) and psychosocial well-being (range = 4-300; M = 56), when 
compared to respondents with bachelor degrees (QOL: range = 3-1,080; M = 92; psychosocial 
well-being: range = 3-1080; M = 89). 
A chi-square cross-tabulation was run between entry level degree type and selection of 
the barrier “unaware of useful assessments.”  Occupational therapy practitioners with an entry 
level bachelor’s degree were more likely to have selected this barrier than those with an entry 
level graduate degree, but the correlation was not statically significant. 
Respondents with 0-20 years of experience (n = 40) also reported treating a smaller 
number of total clients (range = 3-300; M = 60) than respondents with 21 or more years in 
practice (n = 32, range = 4-1,200; M = 136).  Respondents with fewer years in practice also 
reported needing to treat fewer clients to promote QOL (range = 3-300; M = 57) and 
psychosocial well-being (range = 3-300; M = 48), when compared with respondents who had 
more years in practice (QOL and psychosocial well-being: range = 4-1,080; M = 118). 
A chi-square cross-tabulation was run between percent of treatment time spent on 
psychosocial well-being and years of practice.  No statistically significant correlation was found.  
However, there was a trend for occupational therapy practitioners with 20 or less years of 
experience to spend 31% or more of treatment time promoting psychosocial well-being and 
occupational therapy practitioners with 21 or more years of experience were more likely to spend 
30% or less of their treatment time promoting psychosocial well-being. 
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Quality of Life 
While respondents listed many different informal and formal assessments used when 
measuring QOL, the top four were inquiry, 16 (16.1%); rate their current QOL, 13 (13.1%); 
“none,” 12 (12.1%); and subjective complaints, 12 (12.1%).  More QOL assessments used can be 
found in Table 3.  The largest group of respondents, 22 (30.6%) reported promoting QOL, 91-
100% of the time.  More percentages of treatment time can be found in Table 4.  The top four 
therapeutic activities respondents used were therapeutic exercise, 20 (10.0%); edema reduction, 
17 (8.5%); self-care training, 17 (8.5%); and stress reduction techniques, 16 (8.0%).  A 
frequency ordered list of the therapeutic activities can be found in Table 5. 
Psychosocial well-being 
While respondents listed many different assessments used when measuring psycho-social 
well-being, the top four were interview, 22 (23.9%); “none,” 20 (21.7%), subjective complaints, 
9 (9.8%); and change in function, 7 (7.6%).  More psycho-social well-being assessments used 
can be found in Table 6.  The largest group of respondents, 15 (20.8%) reported promoting 
psychosocial well-being, 1-10% of the time.  The median amount of treatment time respondents 
with 21-36+ years reported spending promoting psychosocial well-being was 21-30%, while the 
median for respondents with 1-20 years was 41-50% of treatment time.  More percentages of 
treatment time can be found in Table 4.  The top four therapeutic activities respondents used to 
promote psychosocial well-being were conversation, 22 (13.5%); support groups, 14 (8.6%); 
therapeutic exercise, 13 (8.0%); and “none,” 12 (7.4%).  A frequency ordered list of the 
therapeutic activities can be found in Table 7. 
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Barriers and supports 
QOL.  The top two barriers to occupational therapy practitioners promoting QOL, as 
indicated by the respondents, were inadequate time, 38 (31.1%) and unaware of useful resources, 
32 (26.2%).  The top two supports that help occupational therapy practitioners promote QOL, as 
indicated by the respondents, were receptive clients, 54 (37.5%) and adequate time, 31 (21.5%). 
Psychosocial well-being. The top two barriers to occupational therapy practitioners 
promoting psychosocial well-being, as indicated by the respondents, were unaware of useful 
resources, 36 (29.7%) and inadequate time, 32 (26.4%).  The largest group of respondents, 8 
(21.6%) who had an entry level graduate degree were less likely to feel that they were unaware 
of useful assessments than the largest group of those who had an entry level bachelor’s degree, 
27 (34.2%).  The top two supports to help occupational therapy practitioners promote 
psychosocial well-being, as indicated by the respondents, were receptive clients, 48 (38.4%) and 
adequate time, 29 (23.2%). 
Prioritizing. Most of the respondents, 40 (55.6%) indicated that they strongly agreed 
with the statement that promoting QOL and psychosocial well-being was a priority in their 
treatment.  Additionally, the largest groups of the respondents, 22 (31.9%) believed that their 
interventions were effective 80% of the time. 
Discussion 
Assessments 
The scope of occupational therapy practice is the whole person (American Occupational 
Therapy Association, 2008).  For assessing QOL, respondents listed assessments that were based 
on subjective methods (inquiry, subjective complaints, rate their current QOL) or reported not 
performing any kind of assessment.  Assessments for psychosocial well-being followed a similar 
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pattern, with respondents again focusing on subjective methods (interview, subjective 
complaints, and change in function) or reporting none.  The fact that the assessments therapists 
listed the most frequently for both QOL and psychosocial well-being tended to be subjective, 
indicates that practitioners may not have the needed working knowledge of standardized 
assessments in order to completely document the need for therapy. 
When therapists were grouped by entry level degree type, however, there was a trend for 
therapists with an entry level graduate degree to be less likely to state that they to be unaware of 
useful assessments compared to those with an entry level bachelor’s degree.  This trend may 
indicate the education therapists now receive has shifted to include the standardized assessment 
of psychosocial aspects of occupation. 
Assessments that rely on subjective measurements may have been chosen for a number of 
reasons.  It could be because occupational therapy practitioners have been trained to continue the 
evaluation during therapy or perhaps because occupational therapy practitioners have been 
trained in and constantly use skilled clinical observation.  Furthermore it could be because the 
process of CDT is time intensive and therefore provides therapists the chance to talk with and get 
to know their clients or because using subjective measurements may be the most effective way 
for therapists to multitask during treatment or because occupational therapy practitioners need to 
meet ever increasing productivity demands. 
Additionally, the fact that some of the respondents stated that they were unaware of 
formalized assessments may further limit their choice to subjective assessments, prevent them 
from recognizing what they are doing as an assessment, or keep them away from doing any kind 
of assessment. 
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Therapeutic Activities 
For therapeutic activities to promote QOL, respondents listed activities that dealt with 
improving the physical body (therapeutic exercise, edema reduction, self-care training) or 
reducing stress.  Based on these answers, it appears that many of the occupational therapy 
practitioners who responded to this survey view the physical aspects of QOL as more relevant to 
their practice than the cognitive.  In recent years there has been more research explaining the 
positive effects of therapeutic exercise on clients with secondary lymphedema due to breast 
cancer.  As McClure et al. (2010) found exercise can have a positive impact on a person’s QOL. 
As a client’s limb volume and stress levels decrease, the client may increase participation in 
daily life.  Increased participation may lead to improved QOL.  Hopefully, this cycle continues 
as clients experience gains and continue to increase participation in daily life. 
While there is no doubt that volume reduction programs are important, Chachaj et al. 
(2010) agreed with previous studies that had found that volume reduction alone might not be 
sufficient to improve functioning.  Additionally, when exercise is done in a group, it is unknown 
if it was the group aspect of treatment, the exercise program, or another factor that helped to 
increase the participants’ QOL.  Not all clients may need assistance that goes beyond volume 
reduction, but it is important to measure QOL so that clients who need additional assistance can 
be identified. 
Conversation, support groups, therapeutic exercise, or “none” were the most frequently 
stated activities to be used to promote psychosocial well-being.  In contrast to QOL, 
psychosocial well-being appears to be primarily viewed in terms of social supports.  Since CDT 
can be a lengthy process, clients may spend large amounts of time with their therapist (Bogan et 
al., 2007).  During treatment sessions, occupational therapy practitioners are able to build a 
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therapeutic relationship, learn about their clients, and offer advice.  It could be that therapists are 
able to use this time to converse with their clients about some of the psychosocial concerns they 
have. 
When occupational therapy practitioners were separated into groups by years in practice, 
the trend was for therapists with more years in practice to spend a smaller percentage of their 
treatment time promoting psychosocial well-being.  This could be because therapists with more 
years in practice may refer clients to support groups.  Additionally, it is possible that as the 
number of clients a practitioner treats increases, the time they have to spend with each client 
decreases.  However, respondents to this survey may not only be treating clients with 
lymphedema. 
There was a large gap between the amounts of time practitioners reported to spend 
promoting QOL (91-100%) and the time they reported to spend promoting psychosocial well-
being (1-10%).  This difference may indicate that practitioners feel more comfortable promoting 
QOL or that their treatments for psychosocial well-being may involve more out of treatment time 
or referrals to other specialties.  Interestingly, practitioners with 21 or more years of experience 
reported spending a smaller percentage of their time promoting psychosocial well-being than the 
practitioners with 1-20 years of experience.  This difference may indicate a shift in educational 
focus or a greater recognition of psychosocial concerns than was previously held. 
Barriers and Supports 
Respondents to the survey reported that they experienced inadequate time and not being 
aware of useful resources as their main barriers to promoting QOL and psychosocial well-being.  
When promoting psychosocial well-being, respondents with an entry level graduate degree were 
less likely to state that they were unaware of useful assessments than were respondents with an 
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entry level bachelor’s degree.  This difference may imply changes to the education system to be 
more inclusive of mental and social well-being or an introduction of assessments for 
psychosocial well-being in the recent past. 
Supports respondents listed for QOL and psychosocial well-being were receptive clients 
and adequate time.  Since respondents listed both inadequate time (as a barrier) and adequate 
time (as a support), it is hypothesized that time may be setting dependent. 
Implications for Occupational Therapy 
Many of the occupational therapy practitioners who responded to this survey reported a 
reliance on subjective assessments when evaluating QOL and psychosocial well-being, even 
though a number of formal assessments exist.  This information, combined with the idea that 
some of the respondents expressed interest in using formal assessments, raises the question as to 
why more therapists do not know about these assessments or do not to use them. 
The largest group of occupational therapy practitioners said that they strongly agreed that 
it is a priority to promote QOL and psychosocial well-being in their treatment (55.6%).  As 
occupational therapy practitioners, it is part of the job to justify what treatments are provided and 
to research their effectiveness.  By using mainly subjective assessments of QOL and 
psychosocial well-being, it may be harder to justify why occupational therapy practitioners 
should continue to be involved in these aspects of treatment and to document progress on the part 
of the client.  Occupational therapy practitioners who are interested in learning more about QOL 
or psychosocial well-being may want to consider pursuing continuing education. 
Even though there is a physical component to QOL, QOL goes beyond the physical.  
Since occupational therapy practitioners are qualified to treat the whole person (American 
Occupational Therapy Association, 2008), it may be beneficial if their treatments reflect the 
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holistic nature of their practice.  Occupational therapy practitioners may wish to consider 
promotion of QOL that goes beyond the physical as well as psychosocial well-being. 
Since the professional entry level degree is now a post-baccalaureate degree, it is 
encouraging that practitioners who have met this qualification are less likely to feel that they 
were unaware of useful assessments than their counterparts who have entry level bachelor’s 
degrees.  Additionally, there was a trend for newer therapists to spend more time promoting 
psychosocial well-being than therapists with more experience.  If the knowledge trend continues, 
the practice trend may follow. 
Limitations 
One limitation of this study was that not all respondents answered all questions on the 
survey.  Some respondents left blank some or all of the questions pertaining to the number of 
clients that they had treated to promote QOL and psychosocial well-being.  Other respondents 
noted that they thought that the questions about assessments and/or therapeutic activities were 
vague.  Even though these questions were intentionally left open for the occupational therapy 
practitioner’s interpretation, it may have been helpful to respondents if examples or more 
concrete language had been provided. 
Another limitation has to do with the population sampled.  Since only seven COTAs were 
sent surveys, and two responded, it was not possible to run any statistical comparisons with the 
much larger number of occupational therapists who responded.  Since this study examined the 
occupational therapy practitioners who work with clients with lymphedema secondary to breast 
cancer, it is understandable that most (98.6%) respondents described themselves to be ‘female,’ 
however, it would have been interesting to see if occupational therapy practitioners of other 
genders approached these topics differently. 
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Future Research 
A number, 13 (18.0%) of respondents commented that they did not use standardized 
assessments to promote either QOL or psychosocial well-being.  Therefore it may be useful for 
future research to examine ways to help practitioners incorporate formal assessments such as the 
Disabilities of the Arm, Shoulder, and Hand (DASH), Canadian Occupational Performance 
Measure (COPM), Shoulder Pain Disability Index (SPADI), Functional Assessment of Cancer 
Therapy-Breast (FACT-B), Patient Health Questionnaire (PHQ-9), and the National 
Lymphedema Network (NLN) questionnaire, among others into their practice. 
It may also be beneficial to take a closer look at the ways in which occupational therapy 
practitioners promote QOL and psychosocial well-being.  A number of respondents identified 
reductions in lymphedema or limb volume as the catalyst for changes in QOL and psychosocial 
well-being.  However, as stated by Chachaj et al. (2010), volume reduction alone may not be 
sufficient to increase QOL and psychosocial well-being.  As McClure et al. (2010) found, 
physical improvements help to increase QOL, but the scope of practice of occupational therapy 
practitioners extends beyond the physical client factors.  Additionally, many occupational 
therapy practitioners rated their own treatment of QOL and psychosocial well-being high, but 
less than ideal.  It may be beneficial to learn more about why occupational therapy practitioners 
perceive their own treatment in this way, yet state that they agreed that it was a priority in 
treatment to promote psychosocial well-being and quality of life. 
Conclusion 
The purposes of this study were to examine the degree to which occupational therapy 
practitioners address psychosocial and QOL sequelae and to examine the content of treatment, 
including barriers and supports, which practitioners face when treating adult clients with 
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secondary lymphedema resulting from breast cancer treatment.  Respondents most frequently 
indicated treating the physical client factors of QOL while providing social supports to help 
promote psychosocial well-being. 
When compared to respondents with entry level bachelor’s degrees, respondents with 
entry level graduate degrees reported treating a smaller number of total clients and a smaller 
number of clients to promote QOL and psychosocial well-being.  There was also a trend for 
practitioners with entry level bachelor’s degrees to be more likely to have selected being 
“unaware of useful assessments” than those with entry level graduate degrees. 
Additionally, respondents with fewer years of experience reported treating a smaller 
number of total clients and a smaller number of clients to promote QOL and psychosocial well-
being when compared to respondents with more years of experience.  There was a trend for 
occupational therapy practitioners with fewer years of experience to spend more of treatment 
time promoting psychosocial well-being. 
Many occupational therapy practitioners reported being unaware of standardized 
assessments which they could use to assess for QOL and psychosocial well-being.  The 
promotion of QOL and psychosocial well-being is well within the scope of occupational therapy 
practice.  Therefore lymphedema therapists may wish to consider expanding their definition of 
QOL and psychosocial well-being to encompass all client factors. 
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Table 1 
Specialty Training and Certifications (N = 116) 
Frequency % 
Certified Lymphedema Therapist 68 58.6 
Certified Hand Therapy 6 5.2 
Neurodevelopmental Therapy 5 4.3 
Wound Care Specialist 5 4.3 
Kinesio Tape 4 3.4 
Massage Therapy 4 3.4 
Physical Agent Modalities 3 2.6 
Healing Touch Energy 2 1.7 
Myofascial Release 2 1.8 
Note. The following responses were listed once: ATP (Assistive Technology Professional?), 
Animal Acupressure, Craniosacral Therapy, Dialogue with Somato- Emotional, Granton, 
Healthy Steps, Homeopathy, Infant Massage, Lebed Certified, Muscle Energy, ONPS 
(unknown), Reiki, SCS (unknown), Shamanic Journeying, Specialty in Aging, Specialty in 
Bariatrics, Spiritual Direction, and Soul Retrieval  
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Table 2 
Respondent Demographic Information (N = 72) 
Frequency % 
Years working as an occupational therapy practitionera 
 <1 0 0 
 1-5 3 4.2 
 6-10 4 5.6 
 11-15 21 29.2 
 16-20 12 16.7 
 21-25 14 19.4 
 26-30 6 8.3 
 31-35 9 12.5 
 36+ 3 4.2 
Current practice settingb 
 Outpatient 61 46.6 
 Rehabilitation 18 13.7 
 Acute Care 17 13.0 
 Other 10 7.6
 Private Clinic 10 7.6 
 Home Health 7 5.3 
 Skilled Nursing Facility 6 4.6 
 Long-Term Care Facility 2 1.4 
Note. aMedian = 16-20 years; bn = 131 Settings total to 131 as respondents marked all that apply. 
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Table 3 
Quality of Life Assessments (N = 99) 
Assessments used Frequency % 
Inquiry 16 16.1 
Rate their current QOL 13 13.1 
Subjective complaints 12 12.1 
None 12 12.1 
Functional Assessment 8 8.1 
Disabilities of the Arm, Shoulder, and Hand (DASH) 6 6.1 
Assessment of Pain 4 4.0 
Discuss goals & expectations 4 4.0 
SP-12 (Spiritual Well Being – 12?) 3 3.1 
Canadian Occupational Performance Measure (COPM) 2 2.1 
Fatigue 2 2.1 
Shoulder Pain Disability Index (SPADI) 2 2.1 
Note. The following responses were listed once: Body Mass Index (BMI), Breast Module 
(BR23), Comin Walk, European Organization for Research and Treatment of Cancer (EORTC), 
Exercice Routine, Functional Assessment of Cancer Therapy-Breast (FACT-B), Glirt, Home 
Management Program, Patient Health Questionnaire (PHQ-9), Review previous level of 
function, Skin Integrity, Strength, Timed Up and Go (TUG), Vascular Assessment, Limb 
Volume  
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Table 4 
Percentage of Treatment Time Spent Promoting QOL and Psychosocial Well-Being (N = 70) 
 QOLa Psychosocial Well-Beingb 
Frequency %    Frequency % 
0% 2 2.8 4 5.6 
1-10% 11 15.3 15 20.8 
11-20% 9 12.6 8 11.1 
21-30% 6 8.3 8 11.1 
31-40% 1 1.4 1 1.4 
41-50% 4 5.6 6 8.3 
51-60% 3 4.2 4 5.6 
61-70% 2 2.8 4 5.6 
71-80% 8 11.1 5 6.9 
81-90% 2 2.8 4 5.6 
91-100% 22 30.6 11 15.3 
Note. aMedian = 51-60%; bMedian = 30.5%  
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Table 5 
Quality of Life Activities (N = 200) 
Therapeutic Activities Frequency % 
Therapeutic Exercise 20 10.0 
Edema Reduction 17 8.5 
Self-Care Training 17 8.5 
Stress Reduction Techniques 16 8.0 
Energy Conservation/Work Simplification 11 5.5 
Patient Education 11 5.5 
Psychosocial Support 9 4.4 
Referrals 9 4.5 
Conversation 8 4.0 
Individualized per Clients 7 3.5 
Home Program 6 3.0 
Manual Lymphatic Drainage (MLD) 6 3.0 
Range of Motion (ROM) 6 3.0 
Activities of Daily Living (ADL) 5 2.5 
Skin Care 5 2.5 
Bandaging 4 2.0 
Compression 4 2.0 
Support Groups 4 2.0 
Yoga 4 2.0 
Function Deficits 3 1.5 
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Goal Setting 3 1.5 
Improve Body Image 3 1.5 
Leisure 2 1.0 
Spiritual Preferences 2 1.0 
Therapeutic Use of Self 2 1.0 
Note. The following responses were listed once: Caregiver Training, Craniosacral Therapy, 
Engage in Social Activities & Work, Garments for Night, Group Programs, Instruct How to Don 
Garments for Comfort, Log of Activities, Music, Myofascial Release, None, Pain Management, 
REACH for UE, Reiki, Referrals, Scar Management, and Touch, Sexuality, & Sensuality 
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Table 6 
Psychosocial Well-Being Assessments (N = 92) 
Assessments used Frequency % 
Interview 22 23.9 
None 20 21.7 
Subjective Complaints 9 9.8 
Change in Function 7 7.6 
Pain/Fatigue 6 6.5 
Questionnaire 5 5.4 
Support System 4 4.3 
Rating Scales 3 3.2 
Depression/Anxiety 2 2.2 
Observation 2 2.2 
Part of the evaluation 2 2.2 
Note. The following responses were listed once: Activity Configuration Log, Body Image 
Assessment, Compliance JACHO (Joint Accreditation Commission Health Organizations), 
Disabilities of the Arm, Shoulder and Hand (DASH), Encourage Exercise, FICA, Model of 
Human Occupation (MOHO) Assessment, Not Separate From QOL, Refer, and SP-12 (Spiritual 
Well Being – 12?). 
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Table 7 
Psychosocial Well-Being Activities (N = 162) 
Therapeutic activities Frequency % 
Conversation 22 13.5 
Support Groups 14 8.6 
Therapeutic Exercise 13 8.0 
None 12 7.4 
Relaxation Techniques 10 6.2 
Patient Education 8 4.9 
Change in Function 7 4.3 
Body Image 5 3.1 
Client Centered 5 3.1 
Referrals 5 3.1 
Therapeutic Use of Self 5 3.1 
Yoga 5 3.1 
Emotional Support 4 2.5 
Caregiver Training 3 1.8 
Family Participation 3 1.8 
Home Program 3 1.8 
Manual Lymphatic Drainage (MLD) 3 1.8 
Self-Care 3 1.8 
Questionnaire 3 1.8 
Compression 2 1.2 
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Decrease pain 2 1.2 
Rating scales 2 1.2 
Range of Motion (ROM) 2 1.2 
Skin care 2 1.2 
Stretching 2 1.2 
Touch 2 1.2 
Note. The following responses were listed once: Bandaging, Crafts, Decrease Edema, Energy 
Conservation, Environmental Issues, Handouts, Holistic Approach, Journaling, Mindfulness, Not 
Separate from QOL, Observation, Painting, Patient Health Questionnaire (PHQ-9), Reduction 
Limb Volume, and Scar Management. 
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Appendix A Cover Letter 
 
 
 
 
 
 
February 20, 2012 
 
Dear Occupational Therapy Practitioner, 
I am an occupational therapy student at the University of Puget Sound conducting a study of how 
occupational therapy practitioners treat secondary lymphedema due to breast cancer. This research project 
is funded by the University Enrichment Committee and the School of Occupational Therapy. The 
objective of this research project is to examine the degree to which occupational therapy practitioners 
address the psychosocial and quality of life sequelae in adult clients with lymphedema resulting from 
breast cancer treatment. A secondary purpose is to look at the content of treatment, including barriers and 
supports, which occupational therapy practitioners provide to this client population. Through your 
participation, I hope to add to the literature on the treatment practices of occupational therapy 
practitioners. 
 
Enclosed with this letter is a questionnaire that may take 15-20 minutes to complete. It asks a variety of 
questions about the ways in which you treat the psychosocial and quality of life sequelae. I am hoping 
you will look over the questionnaire, complete it, and return it to me in the enclosed postage-paid 
envelope. Please note that returning the survey will indicate consent to participate in the research study. 
Your responses will not be identified with you personally. Participation is voluntary and there is no 
penalty if you do not participate. 
 
If you have any questions or concerns about completing the questionnaire or about participating in this 
study, you may contact me at (253) 879-3180 or at HMBaldwin@PugetSound.edu.  If you have any 
questions about your rights as a research subject, you may contact the Institutional Review Board, 
Office of the Associate Deans, University of Puget Sound, 1500 North Warner, Tacoma, WA 98416 
by mail or by phone at (253) 879-3207, or by e-mail at SMoore@PugetSound.edu. This study (IRB 
#OT1112-008) was approved by the IRB in November 2011. 
 
Thank you for your attention. Without the help of people like you, research on occupational therapy 
practice could not be conducted. 
 
Sincerely, 
 
 
 
Hannah Baldwin, OTS 
School of Occupational Therapy 
University of Puget Sound 
